Then there are the practical problems, especially in the late stages, of whether or not to try to clear up intercurrent infections. Are we doing our duty if we let them rip and say: 'All I have to do is prevent the patient from feeling pain or other discomfort'? What is the effect on parents and nurses of giving unlimited chlorpromazine or morphine while denying the use of antibiotics? Similar problems are raised over feeding and maintenance of fluid intake. It often seems unnecessary to prolong the struggle by laborious feeding, but we should remember that feeding a child is a fundamental part of a mother's or nurse's loving care.
In my opinion we should not embark here on a discussion of children as donors of vital organs. This debate is being played out in the adult field; we shall meet it in years to come, but at present it is beyond the fringe of our problems. On the other hand, I hope we shall have some discussion of what to do when respiration can be maintained only artificiallywho decides to turn off the respirator, who does it, under what circumstances and in whose company?
Finally, when it is all over, what is the effect on the family? How far should we go in trying to help that situation ? It is never wise to speak from anything other than one's own experience and I have to admit from the beginning that only rarely do I care for children with a terminal illness. However, I have been looking after those dying at all other ages and whenever I have discussed our problems I have found them remarkably similar. Perhaps one of the most pressing is the anxiety of the staff, all the greater when the patient is young. This comes out strongly in Yudkin's article 'Children and Death' (1967) .
We will never help the anxieties of others if we do not try to understand and handle our own. A first step is to discuss them with others concerned. The degree of emotional stress that may remain hidden and need resolution was brought forcibly before me at a case discussion in the USA. The patient was a boy of 12 who had died of leukemia some two months previously. At first the meeting was factual and objective. The intern described the treatment, the visiting physician discussed the telling of the parents, the arranging of further consultations and the need for his continuing care, and the social worker talked of all the background support to the family. While she described her role one could hear some of the frustration stemming from the family's resentment and their difficulty in maintaining any kind of normal living for their son. But it was when the head nurse's voice broke slightly as she began to describe the daily contact with Johnnie that the conference became alive. She pulled herself up, saying: 'I thought I wouldn't mind so much now.' But she did mind. She was really involved and as she described his constant questioning and the teasing that had made them all so fond of him we began to see this child and his own problems. Even more revealing were the tape recordings made by the psychiatrist attached to the unit. As we listened we could hear much of what he could not say directly. I recall his comment about his blood tests: 'When the news is good they tell me. . .'
We came finally to the last admission and his death. The nurse described the mother's arrival to room in: 'We were glad. We could step back a bit.' When the last bit of tape was played one could hear indirectly that this boy both knew what was happening and needed to talk about it. But the very heat of the discussion this evoked showed how much talking was needed if the staff were to be sufficiently freed of their own feelings to meet the child in his largely unshared anxiety. We are all concerned, staff often more than patients, in trying to come to terms in varying ways with our own feelings of guilt and fear in the presence of death. It is easier when we know that we are not alone. We find that we ourselves, concerned constantly with the dying and their families, need frequent, informal meetings. I would give for the first principle of terminal care co-operation, or, perhaps better, community.
The care ofthe dying must be a shared work. It is important that as we come to a dying patient we should not be saying to ourselves: 'How can I help so and so?' but instead: 'This is this unit trying to help this person. I happen to be the one who is here at the moment.' Your platform should properly include a ward sister, a medical social worker and a chaplain. Social workers often do most to enable the parents to participate in the care of their child and to find some way of handling their own feelings as they persevere with the practical (Knudson & Natterson 1960). They are often needed to explain what a doctor has said in truly lay terms and to listen endlessly to fears and resentments; they are a most important link between hospital and home. So many crippling emotions are less powerful to hurt once they have been expressed to another person; staff also need this kind of listening. We need to talk with other members of our own profession but I think we need especially to talk with other people who are feeling the impact of a particular child's illness. A caseworker, like a psychiatrist, often finds herself needed by other members of staff.
The second important principle is confidence. Two helpful writers in this field, Morris Green (1967) and Doris Howell (1966) , both emphasize the importance of being able to say with truth that everything possible has been done. Dying patients need our constantly improving skills, both in the treatment of the disease on all fronts and also in the treatment of terminal illness as an entity in itself. Nor should skill in symptomatic treatment wait until other treatment endsit is often needed while the other continues. When we are involved with both it may be easier to recognize the moment when active treatment is giving such diminishing returns to the patient that we need to change our aim.
To accept the existence of purely terminal care never means that we say: 'There is nothing more to be done', but always that we can say truly that 'everything possible is being done'. The right kind of confidence comes from efficiency. Much can be done to control pain, nausea and vomiting, to relieve dyspnoea and confusion, both so frightening to any patient. Skill at this stage helps us to come to a patient with ever renewed interest and that positive feeling which is transferred without words. It can do so much to lift the feeling of helplessness from a patient as well as from ourselves.
Pain is perhaps only rarely a major problem but if it does occur it can be relieved. Our anticipation of pain can remove its threat to the patient's peace if we learn how to give drugs to prevent its ever occurring. Drugs commonly need to be used regularly and always to be kept to a patient's own optimum. The need may be less or more than we expect. Combinations of drugs and a sufficient acquaintance with a limited list enable us to use them with discrimination, and to help a patient to remain alert and to live until he dies (Saunders 1963) .
Certainty that one can relieve distress will make it easier to accept the moment of inevitable death and to act appropriately so that it is peaceful and dignified. That moment remains with a family and true quietness can be strangely healing to their memories. It is not defeatist to accept the fact that this moment has come. One never gives up trying to make a patient comfortable and these attempts keep us nearbywhere we should stay, hard though it may be.
It was obvious at the case conference I described that the younger doctors were those most disturbed. I was told in another leukvmia unit that they find the whole situation harder than the nurses because they do not have the opportunity to spend their time making their patients comfortable. Through their duties, nurses have the possibility of helping by toucha great comfort to both parties and a place to meet in wordless communication.
The last principle I would stress is this overworked but seemingly irreplaceable word, communication. This is so often denied to the dying by all around themby their families as well as those not directly involved. If we do not share, or help others to share in the patient's experience, we deny that person the means of finding a way through it. I think this must apply at any age. As MacMurray wrote (1961) : 'The unit of personal existence is not the individual, but two persons in personal relation.' Much of being related is not in words but in touch, in facial expression. The real presence of another person is a place of security. I recall remarking to two psychiatrists that when patients are in a climate of safety they will come to realize what is happening in their own way and not be afraid. One said: 'How can you say a climate of safety when death is the most unsafe thing that can happen?' To which the other replied: 'I think you are using the wrong word. I think it should be "security". A child separated from its mother may be quite safebut it feels very insecure. A child in its mother's arms during an air-raid may be very unsafe indeedbut it feels quite secure.' I think we want to try and give all patients that feeling of security in which they can begin, when they are ready, to face unsafety. Unsafety may not necessarily be the knowledge of their approaching death. It may be apprehensions concerning investigations or treatment, changes in the situation, hospital admission, or the acceptance of increasing weakness. Security does what deception or denial cannot do. It may protect from knowledge of the real issues entirely, and it can certainly help to protect from much of the burden of that knowledge and, above all, from that isolation which accentuates all suffering. This feeling is, I think, given by communication on many levels: touch, tone of voice, just looking. I remember the restlessness of a patient, with us only about 48 hours so that we had not time to sort out her drugs, and I remember sitting on her bed holding both her hands while Sister went to get an injection and just talking, talking. It didn't matter a bit what I said, but I remember her saying: 'It's nice to feel a wanted person.' We have aimed to try and produce a setting in which the nurses and all the rest of us can sit down and talk to the patient. Gossiping is very important and I suppose playing and reading with a child are its 33 551 17 equivalents. I am sure I do not have to emphasize the importance of delight, of beauty and fantasy, and of parties. This is the setting in which the patient can be allowed to talk, grumble, or cry. This is the time when you can talk about progress, about symptoms and their treatment, and allow questions. Fear is drained out of so many questions if they can be voiced. But we do need to deal with people honestly. Honesty does not mean only stark truth. Certainly it is not any blanket decision that everybody is told this, that or the other (Solnit 1965) . I think it means that we should face, or try to face, honestly what the patient wants to reveal of his own thoughts and to try and meet him where he is and to respond to him accordingly, making as it were an alliance with him. Vernick & Karon, in their article 'Who's afraid of death on a leukemia ward? ' (1965) , advocate honesty about diagnosis. They were led to this by the panic engendered when they told a child that he was going to be moved to a particular ward. Inadvertently, the same ward number had always been used as a euphemism when another child had died in the ward. It was in thinking over this that they realized how much hidden fear there had been. I spent a day in that ward some years ago, before that policy was introduced. Even then, however, they had a policy of honesty about all investigations that gave a child security. If he was reassured, 'No, today you are not having a marrow puncture,' he knew this was true, because if he were, he was also told. I think it is in this kind of communication that we find the time and the skill in timing that we need. A boy with sarcomatosis died with us not very long ago. Towards the end of his four months' stay with us Sister suddenly knew that the time had come to speak directly while she was doing something practical for him. She just said quietly: 'Are you afraid about dying, David?' 'Yes,' he said. 'You've seen other people here ... You know we won't let you down. It will be all right.' He said: 'Yes, it is all right' and never needed to say anything else. He was a very independent character. His parents told us afterwards how he had signed his own consent form for his amputation and had had every hospital admission fully discussed with him. He was independent to the endout with his family for a drive one day, deciding to stay in bed the next and dying the one after, at midday. Talking isn't often as direct and brief as this: most of it seems to be done indirectly, especially with younger or very apprehensive patients. Truth and reassurance may be given in stories, in fantasy, in talking about other people. Our faith that this is not the end (if we have it) is often conveyed best without any words. Dr Evans goes back to a Sunday School tract of 1819 to talk of faith -we need not go so far. Weisman & Hackett (1961) describe a 14-year-old girl whose 'unnerving aura of solemn acceptance and joy' obviously impressed the entire staff who cared for her. A boy friend with the same illness had preceded her in death and they found she had no doubt that they would be taking on where they had left off. So often, the key to the whole situation is in the patient and we will find such faith if we are only near enough to do so.
The same informal contact is called for in trying to help the families. It is very important, not only to meet a disease 'off duty', but to meet everyone else concerned. We can never judge the way they should cope, least of all their beliefs, but in this sort of contact we may hope somehow to give a quietness to the situation in which they can begin to find their own way. Of course, the key for this also is often in the patient. I remember a 21year-old boy coming into one of our single rooms and the whole family coming in to camp round himfood, painting, activities all over the room right to the end. I recall the moment of dying, when the parents were both there, sitting quietly with him. I would like to emphasize the importance of saying good-bye, of being there and seeing that death is peaceful. A patient should never be left alone. Often it is not right for the family to be left alone with the patient and one of the staff must be there alsoeven if it is for hours. The other day, I went in because one of our old men was dying and might need an extra injection and I found Sister beside him with the ward notes. But she wasn't writing those notes; she had got her arm round his shoulder and he was at peace with her.
In our Hospice we end with prayers. They are said by the nurse in charge and they are as important to everyone as they are simple. So often, real spiritual help must come without words, and perhaps best in practical efficiency. But here is a place for words. This is a simple affirmation, something we can say for them, whether in words hallowed by tradition as we do or in our own, as Doris Howell suggests (1966) . Again and agai-, relatives of very different religious beliefs and lack of them have said how much the prayers meant to them.
There is a very great difference between those who are without faith and those who trust that there is a meaning in the whole of existence and that a short life, so incomplete here, will find its fulfilment. But both may need our help to move on from bitterness and regrets into the place Section ofPadiatrics 553 where good memories overcome bad ones. A child will go on living in the parents' thoughts even if they do not believe his life continues anywhere else. We can help him to remain with them in gratefulness and pride as well as in grief.
Terminal care should be directed at helping the patient to have his own death and his own dignity, at giving all that is needed to help him to go quietly, loving and being loved. There is a way of saying 'Yes' to death in the end which is also an affirmation of life. The death of a child is an outrage and the parting can be agonizingly hard, but there is another dimension to be met here for our comfort. Not often, perhaps, so vividly as when a boy of 14 in our wards suddenly said to his grandmother, two or three hours before he died: 'I've seen a vision.' She told us how it reminded her of when, years before, she had been sitting beside her own little son who had died at 8 years old. He had said the same thing, in the same way. But he had gone on to say what he had seen: 'Jesus is coming for me, in a boat.' We have to try and support a family as we hold on, knowing there is nothing we can say, but a sudden illumination like this, a moment of transcendence, may come from outside and can help us to believe in a whole truth to which we all belong and in which each brief life has its own place.
Dr Dermod MacCarthy
(Royal Buckinghamshire Hospital, Aylesbury)
The Repercussions of the Death of a Child I brought with me some lines of Walt Whitman not knowing whether they would find a suitable place in the context of the meeting as a whole. I thought probably they would not; but after hearing Dr Cicely Saunders' account, so beautifully described, of how an atmosphere of confidence and security, in which truth can be told, may be built up round the dying patient, I think they are apt and I would like to read them. it, I sit quietly by, I remain faithful, I am more than nurse, more than parent or neighbor, I absolve you from all except yourself spiritual bodily, that is eternal, you yourself will surely escape, The corpse you will leave will be but excrementitious. The sun bursts through in unlooked-for directions, Strong thoughts fill you and confidence, you smile, You forget you are sick, as I forget you are sick, You do not see the medicines, you do not mind the weeping friends, I am with you, I exclude others from you, there is nothing to be commiserated, I do not commiserate, I congratulate you.
Whether Walt Whitman would be the person one would most like to have at the bedside when dying I do not know; but I do think these verses provide a wonderful antidote to despair. Dr MacCarthy then described some phenomena encountered in pediatric practice, due either to the direct impact on a child of the death of a sibling or indirectly through the effect of that death on the mother or family as a whole.
(1) Acceptance was much less now than in the past century when parents fully expected to lose one or more of several children. In spite of constant exposure to radio, press and television accounts of death and disaster, we seemed to be more vulnerable. The practice of orthodox religion had very much declined and this made acceptance harder for many. Geoffrey Gorer (1965) in his survey found that 'a quarter of the population stated firmly that they did not believe in an after-life and a quarter were uncertain. Of the remaining half 15% said they believed in a future life but had little idea what it would be like and the rest voiced a series of unorthodox beliefs with no overt religious content'.
(2) When taking an ordinary case history deaths in the family should be carefully noted, including any stillbirths, and returned to at a well-timed moment in the interview. The mark which a death had made might emerge if the history taking was not hurried or over-methodical.
(3) Children of all ages may go through a mourning process sometimes prolonged and often with
